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This was opened by an uplifting musical performance by 
the Bethel Church Choir, led by Genevieve Dinnall and 
containing Angela Barnes, one of the people with a sickle 
cell disorder from Cardiff.

The group stayed for the whole afternoon, participating in 
the discussion.  Their generosity is much appreciated and 
we valued their presence and suggestions.



Roiyah Saltus, PhD, senior research fellow from the 
University of South Wales welcomed us all to Cardiff, in 
particular to the very appropriate Cardiff Bay area, and 
shared with us how she learnt about, and became 
involved, with people here who have a sickle cell or 
thalassaemia disorder. 

She mentioned also a similar event called Living with 
Sickle cell & Thalassaemia that was held in Cardiff Bay in 
2008 (see adjacent).  

She generously stayed with us for the rest of the day, 
participating actively in the discussion, for which we are 
extremely grateful.
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Chair for the day was Dame Elizabeth Anionwu, a much loved frequent 
visitor to Cardiff, researcher and pioneer of both community and 
hospital clinical services for sickle cell and thalassaemia disorders, and 
a trustee of the Sickle Cell Society.

This meeting was a Sickle Cell Society initiative taken in response to a 
peer review report that showed a deficit in services and support for 
patients in Wales, and made recommendations for improvement.

The aim was to bring patients, patient families, patient advocates, 
interested members of the public, health service providers, planners 
and commissioners together to learn what progress has been made, 
what remains to be done and what barriers there are to service 
improvement.



64 people are recorded as participating on the day



The afternoon was divided into three sessions:

1. The current state of affairs

2. What’s being done to improve things

3. What patients and carers want to see happen





Improving Sickle Cell and Thalassaemia 
Services in Wales

John James, Chief Executive, Sickle Cell Society





About SC&T

• People with sickle cell disease and thalassaemia require life-long care

• People with sickle cell disease encounter problems during childhood including 
pain, acute stroke, recurrent infections and psychosocial issues

• These problems continue into adulthood when chronic complications such as 
renal disease, chronic cardio-respiratory disease and bone and joint problems 
also arise

• Most people with thalassaemia syndromes require blood transfusions every three 
to four weeks for life

• This results in an overload of iron in the body that, if not appropriately managed, 
is harmful and can be fatal by mid-teens

• All of these issues can contribute to early mortality



The Peer Review – Health Services for People 
with Haemoglobin Disorders

•Visits to 33 services for adults and 33 
services for children and young people 
with haemoglobin disorders 

•Covered England, Scotland, Wales and 
Ireland between 2014 and 2016

•The visits reviewed compliance with 
Quality Standards for Health Services for 
People with Haemoglobin Disorders and 
identified related issues



National Findings: Overview

• Some improvements had been made but services remain 
underdeveloped in some areas

• Growing patient numbers and a shortage of specialist staff threaten the 
future of some services

Recommendations:

• More active engagement of specialised and CCG commissioners in 
service planning and monitoring

• Ongoing work needed to achieve quality standards

• Further work needed to address workforce issues



Why Wales?

•Part of a programme of engagement 
with Cardiff Vale NHS Trust and local 
patient/carer support group over a 
number of years. 

•General election 2017.

•Role of  specialised commissioners to 
enable change.

•Good engagement/partnerships with 
local patient organisations and Trust 
SC&T clinicians.

•Perspective from patients and families 
that pace of improvement is very slow.



Adult Services- Areas for Improvement

• Lack of formal transition process for 
patients

• Lack of access to psychology 
support (including neuro-psychology)

• No access to an out-of-hours service 
for routine transfusions

• SC&T staff training (including A&E 
and wards) a concern



Paediatric Services- Areas for Improvement

• Lack of SC&T community nursing 
support

• Lack of formal training to in-patient 
staff in the care of children presenting 
with SC&T

• Lack of transition guidelines

• Lack of access to psychology and 
neuro-psychology support

• Poor A&E experience and waits



Commissioning

• Clarity on what Health Board 
and Specialised Commissioners 
are doing to enable 
improvements in SC&T services

•Patients outside of Cardiff may 
not have access to 
comprehensive SC&T care?

•SC&T commissioning 
standards?

•Lack of co-ordination of 
Haemoglobinopathy Network of 
services in Wales



Thank you



Patient perspectives on 

current services in Wales 

for sickle cell and 

thalassaemia

All great achievements 

require time

Maya Angelou





Patients Comments



“I never forget this I 

was given a mattress 

on the floor”

“Nurses need to be more nice to 

the children and parents”

“I Asked for a porter, 

the nurse said it will 

take a long time. Then 

give me direction how 

to get to the main 

entrance”

“Consistency in our treatment and 

registrars having access to a file at 

hand so there’s no issues to what 

we need when having treatment”.



“The moment you start to 

feel better they (nurse) 

want you to leave”

I dread going to  the  hospital 

and hate going to the ward 

On the ward I feel better, however when I 

start to walk to the main entrance I realise 

that I’m not better at all . I feel very sad 

and lonely.



“My children were 

home alone  they 

knew nobody stepped 

in to help me”

“I feel ashamed to ask 

for help – asking for a 

porter” 

“I explain about my condition 

all the time to the nurses. They 

will ask how do your illness 

effect you, how do it make 

you feel”
“Grateful for the care I’ve 

received but would like 

quicker follow up and 

action when informed 

something may be wrong”



What is new for FoCSCT



What is new for FoCSCT

Meeting with Clinical staff

We meet every 3 months 

Alternate our meeting between 
the community and hospital.

Working towards building positive 
relationship between FoCSCT

Hope for the Future

Continue to develop positive 
working relationship with the 
clinical staff.

Audit patient feedback

Monitor and evaluate impact and 
output.

Wales Health Specialised 

Services Committee

Sickle Cell & Thalassaemia Working 
Group Meeting

WHSSC  have formally approached 
Health Boards to seek nominations to 
participate on a Sickle Cell and 
Thalassaemia Working Group.

The date for the meeting is Friday 
29th June at 11.00 am

We would like to extend the 
invitation to  include patient 
representation a couple of people 
could attend to provide a patient 
and family perspective.



If there was a magic wand what 

would you wish for?



▪ To have a specialist doctor and nurses, who’s their main interest is to see that patients 

receive prompt and adequate treatment, This includes proper diagnosis/examination 

and making sure that patients ate treated with compassion and respect especially 

on the the ward.

▪ To have a well funded and functional centre with necessary facilities for example 

counselling and function rooms where patient can fell relaxed and free to visit 

knowing that there will be someone who genuinely care and will listen to them –

emotional support. Facilities such as this and more, are extremely important to us 

▪ To have no delays in accident and emergency 

▪ To have accurate care plans .. Reviewed 6 monthly

▪ To have equality of services having a full multidisciplinary team team for example 

dietician, Social worker, support worker and community nurses.

▪ To build a better working relationship with those living with the condition.

▪ To provide help, training and guidance to relevant bodies in raising awareness  both 

condition and implementing changes across Wales. 



Thank you



EYST QUESTIONNAIRE SURVEY OF 

NON-CLINICAL NEEDS OF CHILDREN 

AND YOUNG PEOPLE IN WALES WHO 

ARE AFFECTED BY SICKLE CELL AND 

THALASSAEMIA DISORDERS

Rocio Cifuentes & Yiana Samuels EYST, Zoe King & Suzanne 

Duval Diverse Cymru, Suzanne Playford & Annette 

Blackmore C&V UHB Clinical Nurse Specialists, Faith Walker 

& Alison May FoCSCT



A report containing details of the questions asked and the 

detailed responses is available.  

If you would like a copy please contact Faith Walker 

(walkeralaj@aol.com)or Alison May (alisonmay2015@gmail.com)

What follows is a summarized version

mailto:walkeralaj@aol.com
mailto:alisonmay2015@gmail.com


43 Questionnaires returned

21 from adults 19yr and above (parents & carers)

22 from children and young adults 



Numerically and geographically limited

Half of the children living in Wales with sickle 

cell or thalassaemia are represented (19/40); 

all from the Cardiff & Newport areas. 

There was no opportunity to recover questionnaires from 

the remaining patients nor to deliver questionnaires to 

parents who have a sickle cell or thalassaemia disorder 

with young children, or to their children.



Diverse

10 different ethnicities

10 different ‘first’ languages

43% adults and 82% children gave English 

or Welsh as first language



Lack/poor support

41 of 43 respondents (95%) said more support 

was needed

several added support was poor/absent

1 got all the extra support needed from family



Main sources of support

Friends (49%) and family (37%)

UHW paediatric haematology (37%), 

Diverse Cymru (26%; accessed via paeds) and

Cardiff Sickle Cell and Thalassaemia Centre (21%)



Additional comments about support needed

were made by 24 respondents
more support and care to improve quality of life and 

feeling of well-being; “to carry on and do better” as 

one of the children wrote (x13)

greater general awareness of the conditions; 5 were 

worried about missing school/work, requesting 

teaching in hospital and increased teacher 

awareness (x8)

more psychological and emotional support (x3)



assistance with financial and material matters (x4)

more activities, holidays, projects and get-

togethers (x3)

regular home-visits requested; one described 

loneliness and isolation (x2) 

poor communication between hospital and GP 

doesn’t help (x1)

discrimination against minorities reason for lack of 

support (x1)



Further causes of isolation and loneliness

14/20 (70%) adults and 14/22 (64%) children and 

young adults find it difficult to discuss sickle cell and 

thalassaemia with other people because of stigma, 

embarrassment, stereotypical views held by others 

about the disorder, discrimination and difficulty with 

explaining “the feelings inside”.

7 respondents (16%) indicated they do not know 

anyone else with a sickle cell or thalassaemia 

disorder



“People with these illnesses need to be heard 

of more and know they aren’t the only ones 

living this way”



When possible activities were suggested:

all 9 suggestions received a significant vote 

from >40% children and >28% adults)



Favourite activity suggestions                                               

(% children who ticked this; % adults)

• Holiday activities, days out and trips (91% children;76% 

adults)

• Guidance and information for families in Relation to 

Disability Allowance (68% children, 76% adults)

• Family day outs (77% children, 71% adults)

• Art & Crafts (68% children, 43% adults)

• Listening to families concerns about non-medical 

matters and offering non-medical advice (59% children, 

67% adults)

• Mentoring and befriending support (59% children, 62% 

adults)



A higher proportion of children and young adults 

ticked team building, sporting activities and 

outdoor challenge and residential weekends than 

parents (50%:29%)

Additional individual child requests were:

• Different sports like swimming and football for 

the children who would enjoy it most

• Group session to discuss personal experience



Summary

• Young people in Wales affected by Sickle Cell and 

Thalassaemia have many unmet needs.

• Comments speak of stigma, isolation, loneliness, 

discrimination, financial concerns, worries about 

missed schooling through hospital admission and 

frustration at a general lack of awareness about 

these conditions.

• Support is drawn mainly from friends and family, from 

the specialist team at the Children’s hospital 

(Rocket), from Diverse Cymru and the Cardiff Sickle 

cell & Thalassaemia centre.



• Many find it difficult to discuss their condition or 

circumstances with others, adding to isolation.  

Language difficulties may also contribute.

• All activities suggested would be welcomed by some.  

Clear preferences are Holidays, days out and trips, 

family days out, having concerns about non-medical 

matters listened to and non-medical advice offered 

and mentoring and befriending advice.  

• In addition, parents in particular would like guidance 

and information for families in relation to Disability 

Living Allowance and the youngsters in particular 

would like workshops on Arts and Crafts. 



This informed a grant application to Children 

in Need, led by EYST, in order to provide some 

activities and to enquire more into unmet, 

non-medical needs of these families.  We 

hope for the best.



Thank you



(Genetic)

implications of inheriting  sickle 

cell or thalassaemia disorders

02.06.2018

Ben Player

Genetic Counsellor

All Wales Medical Genetics Service (AWMGS)





Overview

◼ Implications of inheriting a Sickle cell or 

Thalassaemia disorder

 Practical vs Psychosocial implications

 Genetic implications

◼ How is sickle cell & thalassaemia inherited in families?

◼ What options are available to couples?

◼ What options are available to the wider family?



Implications of inheriting a Sickle cell or 

Thalassaemia disorder

◼ Practical implications

 Managing symptoms

 Hospital appointments

 Medications

 Work

 Genetic implications



Implications of inheriting a Sickle cell or 

Thalassaemia disorder

◼ Emotional, psychological & social 

implications

 Self & identity

◼ Stigma

 Relationships

 Grief & loss

 Genetic implications



Practical genetic  implications



How is thalassaemia & sickle cell inherited in 

families?

◼ Inherited conditions involving haemoglobin 

genes

◼ Majority of haemoglobin disorders show 

recessive inheritance pattern

 ‘Unaffected carriers’ or ‘Trait’ or ‘Thalassaemia minor’ – Gene 

alteration inherited from one parent

 Disorders – Gene alteration inherited from both parents 



Genetic implications of SCT disorders

One parent carrier

- Very low chance of child with 

a disorder

- 1 in 2 (50%) chance of each 

child being carrier

- Information for future

- 1 in 2 (50%) chance of each 

child not being carrier

- Other family members could 

also be carriers

- Can arrange own tests 



Genetic implications of SCT disorders

Both parents carriers

- 1 in 4 (25%) chance of each 

child having disorder

- Unaffected children could be 

carriers

- Information for future

- Partners of known carriers 

can arrange own tests if want 

to know

- Various reproductive options 

available



Genetic implications of SCT disorders

Parent with a disorder

- Very low chance of child with 

a disorder

- All children will be carriers

- Information for future

- Other family members could 

also be carriers

- Can arrange own tests 



Genetic implications of SCT disorders

Parent with disorder AND parent carrier

- 1 in 2 (50%) chance of each 

child having disorder

- Unaffected children will be 

carriers

- Information for future

- Partners can arrange own 

tests if want to know

- Various reproductive options 

available



Couples with a high chance of having an 

affected child – Reproductive options

◼ During pregnancy

 No testing/intervention – All testing optional

◼ Newborn screening / Neonatal testing

 (Invasive) Prenatal diagnosis

 Non-invasive prenatal diagnosis likely in future

◼ Prior to pregnancy

 Pre-implantation genetic diagnosis (PGD)

 Sperm/egg donation

 Adoption



Uncertain chance of having an affected child –

Reproductive options

◼ Sometimes father of baby not available to have 

testing

 Challenging to give information about chance of 

disorder with certainty

 Possible to assess chance of affected pregnancy

◼ Based on ethnic background of father of baby and mother’s 

result

◼ Can offer neonatal testing / newborn screening

◼ High chance scenarios > Sometimes possible to offer invasive 

prenatal testing



Options for members of the wider family

◼ Possibility of blood relatives also being carriers of 

thalassaemia or sickle cell

 Can discuss testing with own GP / local SCT Centre if 

concerned

 Partner can seek testing as necessary

 Reproductive options if both carriers (1 in 4 chance of an 

affected child)



Antenatal screening

◼ Screening offered as routine part of antenatal care

 Purpose > To identify couples with high chance of 

having an affected child 

 Prospective mother carrier > Offer screening to father of 

baby

◼ Father not carrier > Low chance of disorder for pregnancy

◼ Father carrier > 1 in 4 chance > ? Test pregnancy

◼ Father not available > Genetic assessment



Newborn screening

◼ Screening offered to all newborns for specific 

inherited conditions

 Sickle cell disorders

◼ Hb SS, S/C, S/D Punjab, S/O Arab, S/Beta thalassaemia, 

S/Delta beta thal, S/E, S/Lepore

◼ ... Also Beta thalassaemia major & E/Beta thalassaemia

 Designed not to identify carriers (in Wales)

◼ Probable carriers sometimes identified



Psychosocial implications



Psychosocial implications

◼ Self & identity

 Stigma

◼ Relationships

◼ Grief & loss

◼ Genetic implications



Psychosocial implications

◼ Stigma

 The experience of an individual whose identity has been “spoiled” by the reaction of 

others (Goffman, 1968)

◼ Character traits vs. Physical traits vs. Group identity

◼ Affected by 
 Visibility of condition

 Social awareness of condition

 Interference with social interaction

 Does it interfere with a persons ability to take part in society?

 ‘Enacted stigma’ vs. ‘felt’ stigma (Scambler & Hopkins, 1986; Scambler, 2009)



Useful websites

◼ UK Thalassaemia Society www.ukts.org

◼ Sickle Cell Society www.sicklecellsociety.org

◼ Brent Sickle Cell & Thalassaemia Centre 
http://www.sickle-thal.nwlh.nhs.uk/

http://www.ukts.org/
http://www.sicklecellsociety.org/
http://www.sickle-thal.nwlh.nhs.uk/


Local contacts

◼ Cardiff Sickle Cell & Thalassaemia Centre 
http://www.cardiffandvaleuhb.wales.nhs.uk/sickle-cell-
thalassaemia-centre

Telephone No: 02920 471055

◼ All Wales Medical Genetics Service 
http://www.wales.nhs.uk/sites3/home.cfm?orgid=525
Telephone No: 02920 742577 

http://www.cardiffandvaleuhb.wales.nhs.uk/sickle-cell-thalassaemia-centre
http://www.wales.nhs.uk/sites3/home.cfm?orgid=525


Thank you!

Any questions?

Benjamin.player@wales.nhs.uk



Elaine Miller, UKTS, assisting in the discussion on the implications for families of inheriting a 
sickle cell or thalassaemia disorder.  Photographer Matthew Neal





Claire Foreman photographed by EN Anionwu



www.england.nhs.uk

Specialised 

Commissioning

Improving specialised 

services for sickle cell, 

thalassaemia and other rare 

inherited anaemias



www.england.nhs.uk

• Most health services are organised locally by clinical 
commissioning groups (CCGs) but specialised services 
are managed directly by NHS England

• These are services which are rare, expensive or only 
provided at a few hospitals.

• 146 services are specialised services and commissioned 
by NHS England.

• The budget for specialised services – £16.6 billion in 2017-
18 – has increased more rapidly than in other parts of the 
NHS, but it is under pressure.

• The number of patients needing specialised services is 
rising due to an ageing population and advances in 
medical technology.

76

What is Specialised Commissioning?
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• NHS England commissions all in-patient, out-patient and emergency 

hospital care where the cause of the admission is related to sickle cell, 

thalassaemia and other rare inherited anaemias. 

• NHS England also pays for certain high cost drugs, such as iron 

chelation.

• This costs roughly £76 million per year.

This service is commissioned by NHS England because:

• the number of individuals requiring the service is small (there are two to 

three patients with a haemoglobinopathy registered at each GP practice 

although this varies widely around the country)

• the cost of providing the service is high because of the specialist drugs 

involved and some patients are in hospitals for long stays.

• the number of doctors and other expert staff trained to deliver the 

service is small

77

Specialised haemoglobinopathy 

services
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This review has only looked at specialised haemoglobinopathy services, so 

doesn’t include all the care patients may need.

Specialised commissioning does not include GP care, community care or 

voluntary sector services.

It also doesn’t include hospital appointments or admissions where 

haemoglobinopathy isn’t the main reason for being seen. 

78

Other care you may receive
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• Generally people report services have improved over the past ten 

years – but some people still experience poor care which can 

vary across the country.

• Small number of specialist health professionals, often 

overstretched as colleagues retire and no new trainees.

• Data indicates variation in quality of care across hospitals.

• Some hospitals seem to have high numbers of patient 

admissions, and that’s not always the best way to manage care.

• People aren’t clear what we mean by ‘specialised care’.

• Financial pressure across the NHS. This review won’t save money 

– but as other health services are squeezed, there will not be 

additional money.

79

Why are we reviewing services?
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• Increasing numbers of people in England are living with these 
conditions.

• Feedback from patients and clinicians suggests that a strong, 
functioning local network improves care in that area.

• Some local networks have worked well and hospitals collaborate 
to provide the best treatment for patients, but some networks are 
less successful and the additional temporary funding (called 
CQUIN) to support these can’t be extended beyond 2019-20.

• The National Haemoglobinopathy Register (NHR) currently 
provides high level headcount of patients, treatments and issues. 
The ambition is to change the way it works so it can be a useful 
tool for patients and clinicians in the real-time management of 
care. It will take time, but needs to be part of our long term plans.

80

What has been learned during the review?
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• The review has looked at various options to change the 
way care is organised, but most ‘radical’ options we tested 
with patients and clinicians weren’t supported.

• Routine care already makes it difficult for patients to 
manage work, education and family life. It isn’t 
reasonable to expect people to travel further for treatment.

• Better use of technology, such as health apps and video 
conferencing, could work for some people and should be 
explored, but aren’t the only solution.

• New treatments are on the horizon and they will be very 
expensive. Transformative treatments will need to be 
available to appropriately selected patients and the need 
for very specialist expertise will grow. This can only be 
achieved through national coordination, and will need to be 
a fair and transparent process.

81

What has been learned during the review?
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• NHS England proposes we resource a number of centres to lead local 

networks in each area called Haemoglobinopathy Coordinating Centres 

(HCCs) with responsibility for leadership, education, protocol development.

• These are likely to be some of the existing self-designated Specialist 

Haemoglobinopathy Teams, who will focus on ensuring patients in their 

area are getting access to the care they need.

• There are likely to be around 10 – 14 HCCs across the country. Although the 

tasks will be different for sickle cell and thalassaemia, it is possible an 

organisation may be able to host HCCs for both.

• NHS England and HCCs identify a number of Specialist Haemoglobinopathy 

Teams (SHT) that meet a revised service specification and which are funded 

to deliver specialised care. For 2019/21 this is likely to be a block payment. 

We are aiming to replace this with a year of care tariff  for 2021/23

82

What are we proposing to do 

differently? (1)



www.england.nhs.uk 83

What are we proposing to do differently? (2)

Institute a national haemoglobinopathy panel (NHP), which will accept 

referrals from SHTs with complex clinical problems. In the future this will be 

the group that consider individuals who may benefit from new 

commissioned treatments, such as gene therapy.

Repurpose the uplift associated with some activity codes so it is directed to 

investment in sharing of expertise for benefit of all services and patients 

(worth circa £5.8 million) to pay for the HCCs and specialised activity to be 

introduced in 2019/20. 

Continue to develop the National Haemoglobinopathy Registry (NHR) to 

improve functionality and to create a repository of patient information



www.england.nhs.uk

• Over the past year an uplift was added to certain inpatient activity codes 
for sickle cell disease which by definition was thought to represent 
specialised care.

• This has amounted to £5.8 million, with relatively small amounts spread 
to over 150 hospitals – anywhere where patients are seen.

• The uplift, intended to invest in specialist care, has gone to a much wider 
range of providers, so we don’t believe this has worked well for patients 
or specialised care.

• NHS England proposes this money could be spent to provide a 
strengthened network model, with a centre in each area of the country to 
co-ordinate it.

84

How will the plans be funded?
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HCC
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Network Lead

Specialist HB 
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Local HB 
Team

Other 
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Specialist HB 
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Other 
Providers

HCC

Clinical 
Network Lead

Specialist HB 
Team

Local HB 
Team

Other 
Providers

Specialist HB 
Team

Local HB 
Team

Other 
Providers

National 

Haemoglobinopathy

panel

The new model

Clinical NetworkClinical Network
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The role of the HCC

Supporting Clinical Functions

• Ensure effective running of the clinical 

pathways within the network;

• Ensure NHR data is submitted by 

organisations within the Network;

• Facilitate audit with Specialist 

Haemoglobinopathy Teams

• Contribute to the development of national 

guidance and clinical standards

• Ensure partner organisations conform to 

standards

• Coordinate and take part in research 

studies

Education and Development

• Conduct regular educational needs 

analysis for providers in the network

• Develop and deliver clinical education for 

providers in the network

• Plan and conduct educational and training 

workshops with other providers for HB 

patients in the network

• Develop relevant patient education 

literature/leaflets

Haemoglobinopathy 

Coordinating Centre

Regional MDT to support HSTs

• Host Regional Specialist HB MDT which will 

discuss cases referred from the Specialist HB 

teams

• Develop MDT protocols and guidance together 

with other HCC centres

• Support local MDTs

• Identify patients for  consideration by the 

National Haemoglobinopathy Panel

Service Improvement

• Conduct regular audits and benchmarking

• Ensure feedback from patients informs 

service improvement

• Ensure compliance with the Service 

Specification and commissioner 

requirements

• With commissioners address 

areas/providers requiring improvement or 

where there is lack of compliance;

• Monitor and ensure effectiveness of the 

clinical network and lead on its 

development



www.england.nhs.uk

• They would host a regional MDT (multidisciplinary team) which 
would mean patients could get better access to expert advice if their 
condition is complex.

• They would develop and oversee clinical pathways in their region, to 
make sure all patients are getting access to the care they need.

• They would be responsible for education and training in their area, 
so that hospitals with less experience of these conditions can get 
the advice they need. This would include better information for 
patients and carers.

• They would need to show that they are involving people and 
learning from patient experience to make sure the network works 
well for everyone.

• They will work with the National Haemoglobinopathy Panel to 
contribute the expertise of clinicians in the area, and ensure people 
with the most complex cases get the best possible clinical oversight 
and advice.

87

How would the new Haemoglobinopathy Co-

ordinating Centres (HCCs) work?
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The role of the National 

Haemoglobinopathies Panel

National 

Haemoglobinopathy

panel

Established to act as a 

nationwide point of 

referral and advice on new 

commissioned treatments, 

including novel 

medicines, gene therapy 

and bone marrow 

transplants

Membership drawn from all 

HCCs. Additional expertise 

will be brought in as 

required

Administrative  support 

and management will be 

provided, probably by one 

HCC. There will be  funding 

for this role

Will advise on approaches, 

but will not deliver the 

interventions

Frequency of meetings will 

depend on demand and the 

introduction of new 

therapies



www.england.nhs.uk

• There will be a new service specification for HCCs, which will focus 

on administrative and leadership ability. The centres will be identified 

through a procurement process.

• Hospitals undertaking routine, non-complex care will continue to 

receive tariff funding although an uplift will no longer be included.

• Specialised activity delivered by Specialist Haemoglobinopathy Teams 

will be recognised and reimbursed.

• Trusts that provide neither effective or efficient models of care in pain 

management will need to change.

• Other components of the service will be implemented over time.

89

What are the implications of the new 

approach?
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• You are able to access care as locally as you would like 

• You can have confidence that the people caring for you day to day are 
supported by specialists

• That no matter where you live, you will benefit from specialist advice –
you won’t have to travel to see them to benefit 

• You know those planning and paying for services have invested more in 
the network arrangements and will be measuring how they are working 

• You can be more involved with the networks to flag up incidences of poor 
care and highlight where hospitals may need additional training & 
support.
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What could this mean for patients?



www.england.nhs.uk

• Engaging with patients, carers and clinicians on the new proposed 
model and what’s needed for it to work well.

• We plan to hear views from June to August, before we know that 
there’s support to progress these plans, and make any changes 
based on the feedback received.

• Procurement of the HCCs in September

• Implementation of the future state for April 2019 contracting round

• Continue to develop the NHR, with increasing engagement 
opportunities for patients.

• Aim to develop a year of care tariff to support good practice for 
implementation in 2021/2023 contracting round. We will explore an 
interim block payment arrangement for implementation in 2019/2021
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Next steps



www.england.nhs.uk

• Register as a stakeholder of the Clinical Reference Group and receive 

info and invitations to get involved 

https://www.england.nhs.uk/commissioning/spec-services/get-involved/crg-

stake-reg/
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Please give us your views 

https://www.england.nhs.uk/commissioning/spec-services/get-involved/crg-stake-reg/


ADULT SERVICES

Jonathan Kell



Dr Jonathan Kell with the Chair Dame Elizabeth N Anionwu



THINGS WE HAVE BEEN DOING



PAIN MANAGEMENT IN
EMERGENCY DEPARTMENT



PAIN MANAGEMENT IN
EMERGENCY DEPARTMENT



EXCHANGE TRANSFUSION



ANNUAL REVIEWS



TRANSITION CLINIC



EDUCATION



WORKING PARTNERSHIPS



CLINICAL STUDIES



WORKING WITH COMMISSIONERS



THINGS WE STILL HAVE TO DO



FORMALISE ANNUAL REVIEW



ROUTINE OUT OF HOURS 
TRANSFUSION



MORE EXTENSIVE
PATIENT INFORMATION



MORE FORMAL NETWORKING



ANY QUESTIONS?



Asking service users what they think about the 
service over the last year and a half

May 2018

Via SurveyMonkey

Reported by Annette Blackmore, Clinical Nurse Specialist, 
Haematology UHW, Cardiff & Vale UHB



Nineteen patients responded

New patient to the area x3

Patient with the service for >2yr x17

Admitted to hospital within the last year and a half x13

Regular appointments with Dr Kell x19

Attend more than 1 other specialty clinic x6



12 sickle cell disorder patients

6 thalassaemia disorder patients

1 parent/carer of someone with sickle cell



Enquired how people with SCD in crisis first contacted the hospital

Applicable to 10

4 phoned B4 Haematology

2 contacted the specialist nurse

2 came direct into A&E

2 phoned for an ambulance



Enquired into what happened after contacting B4 Haematology

11 responses

4 were admitted direct to B4 Haematology

3 were admitted to A&E and then to B4 Haematology

2 were admitted to TCT

2 were kept in A&E for longer than 24 hours



Time to analgesia for 10 SCD

9 were given analgesia within the recommended time of 30min after 
admission
2 “soon after admission”

4 said within 10-20 minutes

3 said within 20-30 minutes

One patient received it after this recommended time
1 said 30-40 minutes



Graded agreement with “I felt that when I was admitted the staff understood 
that I needed immediate care and analgesia and they listened to me”

7 agreed (x5) or strongly agreed (x2)

5 were equivocal (x3) or strongly disagreed (x2)

Comments:
“But he depends in which ward you are except of sky ward (rainbow) which 
they know exactly what is about sickle cell”
“They didn’t agree at first, but it took them 20-30 min to realise it”
“Best staff I’ve ever seen”
“They said why did I take so long to arrive GP told them an emergency”



16/17 found having a text reminder of clinic appointments useful (x15) 
or really useful (x1)



14 out of 15 respondents agreed they would like to be contacted after 
discharge from the hospital.

Comments

“He give comfort and support to the family”
“It could be useful, as I had few setbacks after discharge from hospital”
“It makes me feel taken care of and cared about”
“Only if there was an issue with my admission or if there were any 
complications during my care”
“Please at least it looks like you care then”
“Yes is usually available as part of my care provider anyway, so I don’t 
mind”



18 said they had easy access to Dr Kell and the specialist nurse, 1 said “I 
have easy access to the specialist nurse but not Dr Kell”

When asked what might improve the service only 7 responded with 
suggestions/comment:
“To be the same service overall for all patients”
“Some hotline if possible specialize with these issue, and maybe online 
service to record patients weekly records, and more understanding about 
the disorder from A&E.”
“Patients’ welfare”
“Consistency”
“none from me. Good service”
“Lots off things”
“Ask Faye walker she has a list” 



Improving Sickle Cell and 
Thalassaemia Services in 
Wales (for children)
DR.  INDU THAKUR
CONSULTANT PAEDIATRIC HAEMATOLOGIST,
CHILDREN’S  HOSPITAL FOR WALES



photographer EN Anionwu



OVERVIEW

• What’s working well

• What’s not working so well

• Ethical dilemmas from a personal perspective

• Peer review 

• Proposals for improvement



WHAT WORKS WELL

• Neonatal screening – early detection and timely communication

• Regular clinical reviews incorporating family education and 
recommended interventions (e.g. TCD)

• Open access to Rainbow Ward

• 2 Consultants and Specialist CNS key worker

• MDT working with close liaison between clinicians and laboratory

• Access to clinical trials

• Recently established plan for transitioning



WHAT’S NOT WORKING SO WELL

• Automated exchange transfusion still not available

• Facility for out of hours transfusion not feasible in current situation

• No dedicated community nurse

• No dedicated social worker

• No dedicated Psychology services

• No admin support



WHAT’S NOT WORKING SO WELL

• NO RING FENCED FUNDING for haemoglobinopathy services 
(in fact, there is no funding for any nonmalignant Haematology 
service in Child Health)

• Paucity of information leaflets

• Audits not regular (though recently we have caught up on these)

• Patients not yet on NHR



ETHICAL DILEMMAS

• Stark contrast in extra facilities and resources for children with 
haemoglobinopathies v/s children with cancer who tend to be on the 
same ward

• Children between 14 to 16 years of age at greatest risk when needing 
inpatient bed (since TCT can refuse these patients on the ground 
that they do not have cancer)



PEER REVIEW

• 3rd February 2016

• Essentially put in black and white the points highlighted 
previously

• What we have changed since peer review

– Established transitioning

– Conducted audits against NICE guidelines for pain relief in 
children with SCD and achievement of screening follow up 
standards



PROPOSALS FOR IMPROVEMENT





Commissioning Sickle Cell and 
Thalassaemia Services in Wales

Dr Sian Lewis

Managing Director, WHSSC
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Welsh Health Specialised Services 
Committee 

• 7 Health Boards are responsible for meeting the health 
needs of their resident population

• Established a Joint Committee (Independent Chair, 7 
Chief Executives) to deliver specialised services

• WHSS Team commission services

• The range of services is decided by the Joint Committee.



WHSSC aim

To ensure –

“Equitable access to safe, effective and sustainable 
specialised services for the people of Wales, as close to 
patients’ home as possible, within available resources”



Commissioning  Arrangements

• Sickle Cell and Thalassaemia service is not currently 
commissioned by WHSSC.  

• Intention that WHSSC will commission from 2019/20.

• WHSSC is in the process of working with doctors, nurses 
and patients to develop a proposal for a specialised 
service.



Commissioning SCD & Thalassaemia
Services

• Sustainability: to develop a service model 
that is sustainable (e.g. to ensure 
consultant/nursing cover, succession 
planning).

• Equity: to develop a service model that 
provides equal access across Wales.

• Local emergency care with access to 
specialist expertise 24/7 (networks)



Commissioning SCD & Thalassaemia
Services

• Challenges for the service model

–Relatively small number of patients 
within Wales

–Majority of patients resident in Cardiff 
with very few resident in other Health 
Boards

–Shortage of trained specialists in 
haemoglobin disorders
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Commissioning SCD & Thalassaemia 
Services

• Working Group (29th June) with doctors, 
nurses, patient and managers to:

– Advise on development of a service 
specification. 

– Advise on the advantages and disadvantages 
of the different service models. 

• Development of proposal for inclusion in  
2019/20 Integrated Commissioning Plan
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Ring fenced resources (as part of rare diseases group)

Support network for family along with patient

Table 1



Social worker
Trips for families
Holidays
Play specialist
Community nurses
Life span services
Sign posting
Formal peer mentoring
Psychological support

Table 2



Psychological support

Local expertise and awareness

Community support groups

Support with accessing community advice e.g. 
immigration, housing.

Social worker

Table 3



Liaison with voluntary/community services

Personal care plans-patients to have copy

Regular audits leading to corrective action e.g. 
time to analgesia in the emergency department

Table 4



These comments will be sent to John James, Chief 
Executive Officer of the Sickle Cell Society, who will 
compile a feedback report of the afternoon to give to 
Vaughan Gething, Welsh Government Cabinet 
Secretary for Health and Social Services.
They are also included in a complete record of the 
presentations and key points raised in discussion that 
will be provided to those members of the Sickle cell 
and Thalassaemia working party.



The Bethel Church Choir gave a farewell 
performance

by EN Anionwu



The organisers 
were thanked 
and said goodbye 

photographer EN Anionwu



We (FoCSCT) would like to thank everyone
for joining this discussion on the 
development of services in Wales for 
sickle cell and thalassaemia.



In particular we would like to thank:
1. Dr Roiyah Saltus for her beautiful welcome,
2. the Bethel Church Choir for their uplifting performances,
3. the Sickle Cell Society and the UK Thalassaemia Society for their continued 

support of the patients living in Wales,
4. the Sickle Cell Society, Cardiff & Vale University Health Board Haematology 

and the Wales GenePark for their financial and/or organisational assistance,
5. the Culture and Media Centre staff for their invaluable support and 

hospitality and
6. everyone who gave up an afternoon on a sunny Saturday at the end of half-

term to take part by sharing their experience and ideas either in presentation, 
during discussion, by emailing or WhatsApp.

7. Professor Dame Elizabeth Anionwu and Matthew Neal for photographs of the 
day.




