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Abstract: Using the on line access view of the primary care GP record from home, a paper print out, and a shared view with the GP at the surgery/office the mother of a daughter with multiple disabilities checked the accuracy and completeness of her daughter’s GP medical record. Discussions and examination of the record took place at the doctor’s surgery with Abigail and Edna and a more accurate and complete record was achieved. 
The paper discusses the background and technological and cultural solutions that were involved in on line access to a record of a disabled patient and the verification of its contents.

Main text 

Method: Abigail’s mother is a member of the patient participation group at Simmondley practice in Glossop and was one of the first of six patients to trial on line access to their contemporary GP record. Edna decided to register her daughter, Abigail, for on line access of her General Practice record in Glossop, England.  Edna found a number of discrepancies and inaccuracies in her daughter’s record which she wished to correct – not least because her daughter’s record might be shared with other professionals (a feature of the EMIS access system of patient access to records). 

(Abigail is the list of Professionals known to Abigail other than Dr Jha. Who all have notes and how where possible how the notes connectunder School SENCO special educational needs coordinator, community paediatrician, physiotherapist, occupational therapist, orthotics, wheel chair service, upper limbs specialist, specialist hand occupational therapist, lower limb specialist, specialist teacher for children with physical needs, moving and handling advisor, inclusions officer and social worker.) 

Hi DR F

Please find attached the list of Professionals known to Abigail other than
Dr Jha. Who all have notes and how where possible how the notes connect.

I've also put all the video footage of 'Exercise' and added a few photos and
other clips for you to look and use where necessary. I will drop them off at
SMP on a memory Stick, you can use what you like, some just might be of
interest or not as the case may be, there is a lot out there for the
disabled.
Thanks. On the way bwck from London and in Paris from Sunday. Hope to have
more correspondence with Yanina in the next few days.
RF


Her is some history of the teaches for you to consider:

Rebound Therapy (trampolining): With High Peak Trampolining & Rebound
Therapy Club

Instructor: Emma Champion

Emma's Background:
Recreational exercise/sport for all and the psychology element of
involvement, she is excellent at what she does.


Swimming: with Jenny Morris at Glossop Swimming Pool

I fear you may know more of Jenny's background than I but she is a trained
Physiotherapist and involved in much research.

Skiing: with DSUK at chill factore

Outdoor activities: with The Calvert Trust in the lake district. Specialist
outdoor activity centre for the disabled

Pony Riding: Hargate Hill Equestrian Centre Charlesworth

Hope this all helps
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Clothes maker is low as she cannot do much for herself, in the way of
dressing or undressing, certain styles are difficult to put on. However she
picks her own clothes often, likes clothes and feels good in them. Perhaps
the map is slightly open to interpretation.

Illness we have marked low as Abigail is very rarely ill especially when
compared to her peers. In fact she is of good health.

Moods we marked low as she doesn't have moods or mood swings, she is as you
say always happy, again perhaps map slightly misleading without additional
written wording.
Record access in England

Patient Online is an NHS England program designed to support GP practices to offer and promote online services to patients, including access to coded information in records, appointment booking and ordering of repeat prescriptions.
 (   https://www.england.nhs.uk/ourwork/pe/patient-online/  )

Emis Web - Record Access at Simmondley Practice
EMIS is one of the suppliers approved by the NHS GP Systems of Choice and so funded by the NHS. Through its Patient Access service, EMIS was the first clinical system providers to enable patients to book GP appointments online and order repeat prescriptions. Patient Access also enables patients to access their own records online.  EMIS Web had been rolled out to 3750 General Practices in September 2014. 
What does an on line GP record look like?
The single patient summary report contains the patient’s:

i) Name, D.O.B., address, contact number, date registered, surgery and registered GP name

ii) Current medication

iii) Sensitivities

iv) Discontinuations of medication

v) Current Problems – This shows the disease categories appendix 5 of current problems in which patients have active data

vi) Referrals – date of referral and where referred

vii) Dormant Problems – This shows the disease categories of dormant problems in which patients have non active data

viii) Notes in Summary (excluding problems)

ix) Unlinked Notes

x) Background

The full report contains the patients (under Patient Medical History by date and disease):

i) Problems and notes – These are in disease categories and run from oldest first, current problems, then dormant.  These include all entries from consultations, blood tests, administration

ii) Medication current and discontinued

Letters in the word processing file include

i) Referral letters

ii) Hospital and other health service correspondence (scanned or transcribed) : 

Abigail’s notes and history 
Edna accessed her daughter’s record from home on the internet and also checked a paper print out. She shared the full online GP view of the record on the doctor’s screen at the surgery.
Abigail Davies was a premature twin delivery 15/11/2006 Born at 26 weeks gestation. The twin birth was not in Abigail’s summary but Mum wanted it in. (Her twin sister, Faith, suffered a complication of ruptured intestine from which she died.)

On the sixth and seventh day of her life, Abigail suffered intracerebral haemorrhages which led to neurological disabilities.  This was misrepresented in Abigail’s notes which had coded Abigail’s condition as congenital cerebral palsy (which meant from birth)
There was one entry which stated that Abigail has learning difficulties which she does not. We will annotate this entry.
Abigail’s big summary entry is “Cerebral Palsy Spastic Quadriplegia” – Presenting high tone in all four limbs and low tone in the torso. However she has many other specific impairments and her mother’s list of Abigail’s disabilities is below. 
A search for codes within the GP record to represent Abigail’s disabilities 

The EMIS system utilises Read codes and Snomed codes. The day to day search utilises Read codes and the central data base links the Read Codes to SNOMED codes. 

Read codes are the standard clinical terminology system used in General Practice in the United Kingdom. It supports detailed clinical encoding of multiple patient phenomena including: occupation; social circumstances; ethnicity and religion; clinical signs, symptoms and observations; laboratory tests and results; diagnoses; diagnostic, therapeutic or surgical procedures performed; and a variety of administrative items (e.g. whether a screening recall has been sent and by what communication modality, or whether an item of service fee has been claimed). It therefore includes but goes significantly beyond the expressivity of a diagnosis coding system.
The codes that we found or could not find within the digital record are beside each listed problem in mother’s list below.
· 1. Severe mobility issues and is a wheel chair user. “Dependence on Wheelchair” ZV462
· 2. She crawls as a mode of mobility Around the house, she can high kneel but not sustain for long periods of time, unless at a low table. N097 “difficulty in walking”
· 3. She can pull herself up to standing and remain stood for short periods of time if holding on or leaning onto something to support herself. 22I33 “not yet standing”
· 4. She can self-transfer into seating if the seat is low enough to allow sitting from standing  – nothing suitable found
· 5. She can now get up against and turn and sit on most settees - nothing suitable found
· 6. She cannot sit on her bottom with her legs out nor with them crossed. She does not side sit as it requires her hands for support then she does not have them free to do things with – nothing suitable found
· 7. She can only use the monkey grip with her left hand and has to be left handed as this is the most mobile of her hands. She struggles with actions that require bilateral movements. “decreased muscle strength”  EMISCD12
· 8. She can only roll over and not turn over often using surrounding objects to push or pull upon to aid her movements - Nothing suitable found
· 9. She knows when she requires the toilet and is able to tell someone or ask a fried to get adult help. She is unable to actually go to the toilet independently. “toilet dependency” 397
· 10. She cannot get dressed, or undressed independently. “Dependent for dressing”  3950
· 11. She can, on occasion, take off loose fitting t-shirts and trousers, given enough time and space in which to manoeuvre. Likewise, she can put on loose fitting t-shirts given enough time, 5 minutes or so to put it into perspective.

· 12. She can part wash her body, assistance is required for opening body wash and for washing under the arms, between the legs and the hair. “difficult washing self” 1P820
· 13. Abigail cannot cut up her own food unless it’s very soft, she can feed herself but is more messy than a child of similar age. “Eating and drinking assessment” EMISNQEA19– added text “needs assistance” 
· 14. Abigail’s physical ability to draw and write is similar to a child much younger although her ability to produce the work is age appropriate – Nothing suitable found
· 15. She cannot operate scissors open packages, remove tops of bottles etc. “poor manual dexterity” ESCTP02
· 16. “Her fine motor skills are poor however she can use hammer beads (small beads placed onto a peg board) “poor manual dexterity” ESCTP02
Abilities: -

· She is a happy and intelligent little girl with much personality and love in her. 
· She loves to socialise with her peers and adults. She can hold court with any age group. 
· She will join in in all activities in her own way. ie she dances on her knees and even participated in the ‘sprint’ on school sports day in her chair one year. 
· She is not put off, or embarrassed by her disability, however very much understands her limits and has knowledge and understanding that there are many things she cannot do independently, but will often give it a go to the best of her abilities.

Conclusion: On line access to contemporary GP records allows patients and carers to check and if necessary request modifications and updates to on line primary care records.
Correspondence to: Dr Richard Fitton Richard.fitton1@btopenworld.cm 07718901395, 00441457863030
[1]Dr John Powell, Caroline Fitton, Dr Richard Fitton

Sharing electronic health records: the patient view. 2006 
[2] C. Pagliari, T. Shand, B. Fisher, Embedding online patient record access in UK primary care: a survey of stakeholder experiences, J. R. Soc. Med. Short Rep. 3 (5) (2012) 34. 

[3] European Union, Directive 2011/24/EU of the European Parliament and of the Council of 9 March 2011 on the Application of Patients’ Rights in Cross-border Healthcare, OJEU, L 88/45 (4.4.2011). 

[4] Department of Health, The NHS Constitution for England, London, 2013. 

[5] H.M. Treasury, Autumn statement 2011, in: Presented to Parliament by the Chancellor of the Exchequer by Command of Her Majesty, The Stationery Office Limited, Norwich, UK, 2011. 

[6] Department of Health, The Power of Information: Putting all of us in Control of the Health and Care Information We Need, 2012, London. 

[7] Royal College of General Practitioners, Enabling Patients to Access Electronic Health Records. Guidance for Health Professionals, 2010, London. 

[8] Royal College of General Practitioners, Patients Access to Records, 2012, London, http://www.rcgp.org.uk/clinical-and-research/practice-management-resources/health-informatics-group/patient-access-to-records.aspx (accessed 22.04.13). 

[9] T. Greenhalgh, G.W. Wood, T. Bratan, K. Stramer, S. Hinder, Patients’ attitudes to the summary care record and HealthSpace: qualitative study, BMJ 336 (7656) (2008) 1290–1295. 

[10] C. Pyper, J. Amery, M. Watson, C. Crook, Patients’ experiences when accessing their on-line electronic patient records in primary care, Br. J. Gen. Pract. 54 (498) (2004) 38–43. 

[11] B. Fisher, V. Bhavnani, M. Winfield, How patients use access to their full health records: a qualitative study of patients in general practice, J. R. Soc. Med. 102 (12) (2009) 539–544. 

[12] V. Bhavnani, B. Fisher, M. Winfield, P. Seed, How patients use access to their electronic GP record—a quantitative study, Fam. Pract. 28 (2) (2011) 188–194. 

[13] C. Fitton, R. Fitton, A. Hannan, B. Fisher, L. Morgan, The impact of patient record access on appointments and telephone calls in two English general practices. A population based study, Lond. J. Prim. Care 6 (2014) 8–15
[14]Syed Ghulam Sarwar Shah, Richard Fitton, Amir Hannan, BrianFisher, Terry Young, Julie Barnett Accessing personal medical records online: Ameans to what ends?
 Clothes maker is low as she cannot do much for herself, in the way of
dressing or undressing, certain styles are difficult to put on. However she
picks her own clothes often, likes clothes and feels good in them. Perhaps
the map is slightly open to interpretation.

Illness we have marked low as Abigail is very rarely ill especially when
compared to her peers. In fact she is of good health.

Moods we marked low as she doesn't have moods or mood swings, she is as you
say always happy, again perhaps map slightly misleading without additional
written wording.Hi Dr F

Clothes maker is low as she cannot do much for herself, in the way of
dressing or undressing, certain styles are difficult to put on. However she
picks her own clothes often, likes clothes and feels good in them. Perhaps
the map is slightly open to interpretation.

Illness we have marked low as Abigail is very rarely ill especially when
compared to her peers. In fact she is of good health.

Moods we marked low as she doesn't have moods or mood swings, she is as you
say always happy, again perhaps map slightly misleading without additional
written wording.Hi Dr F

Clothes maker is low as she cannot do much for herself, in the way of
dressing or undressing, certain styles are difficult to put on. However she
picks her own clothes often, likes clothes and feels good in them. Perhaps
the map is slightly open to interpretation.

Illness we have marked low as Abigail is very rarely ill especially when
compared to her peers. In fact she is of good health.

Moods we marked low as she doesn't have moods or mood swings, she is as you
say always happy, again perhaps map slightly misleading without additional
written wording.
