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¢ƻŘŀȅΩǎtǊŜǎŜƴǘŀǘƛƻƴΧΧΧΧΧΧ

üSetting the scene 

üQuality

üInterviews 

üGrounded Theory
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MORTALITY & Intellectual Disability

MORTALITY can be used as an indicator of general health  & 

the quality of the health care system.

ÅIn Ireland the average age at death of 1,120 people with intellectual 
disability who died between 1996 and 2001 was 45.68 years.

Ref: Lavin ,McGuire & Hogan , 2006 Age of death of people with an intellectual disability in Ireland.JID.10 2 155-164

ÅIn England the median age at death for people with learning 
disabilities is about 25years younger than for those who do not 
have learning disabilities.

Ref: Emerson et al., 2012.People with Learning Disabilities in England 2011
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High  Priority for Pharmacy

Blackburn and colleagues have proposed that 

ΨǘƘŜ ŎǳǊǊŜƴǘ ŘŜŦƛƴƛǘƛƻƴ ƻŦ ǇƘŀǊƳŀŎŜǳǘƛŎŀƭ ŎŀǊŜ ŀƴŘ ƛǘǎ ŀǎǎƻŎƛŀǘŜŘ ŎŀǊŜ 
processes need to be modified to ensure the activities of pharmacists 
are being focused on high-priority ǇŀǘƛŜƴǘǎ ƻƴ ŀ ŎƻƴǎƛǎǘŜƴǘ ōŀǎƛǎΨ 

(Blackburn et al., 2012).
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Determinants of Health 
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Key  Determinants of Health Inequalities in the 

population with intellectual disabilities. (Emerson and Baines 2010)

ÅGreater risk of exposure to social determinants of poorer 
health. 

ÅIncreased risk of health problems associated with specific 
genetic and biological causes of intellectual disabilities.

ÅCommunication difficulties and reduced health literacy.

ÅPersonal health risks and behaviours such as poor diet and 
lack of exercise.

ÅDeficiencies relating to access to healthcare provision.
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Health Literacy (HL)

ÅThe ability of patients to read, listen, and comprehend 
health information is an important component of 
maintaining and improving health. 

ÅInstitute of Medicine (IOM) defines HL 

άǘƘŜ ŘŜƎǊŜŜ ǘƻ ǿƘƛŎƘ ƛƴŘƛǾƛŘǳŀƭǎ Ŏŀƴ ƻōǘŀƛƴΣ ǇǊƻŎŜǎǎΣ ŀƴŘ 
understand the basic health information and services they 
ƴŜŜŘ ǘƻ ƳŀƪŜ ŀǇǇǊƻǇǊƛŀǘŜ ƘŜŀƭǘƘ ŘŜŎƛǎƛƻƴǎΦέ
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The medication use process in the population with intellectual 
disabilities is very complex.

The quality of the process will vary depending on 

Åthe location in which it occurs

Åthe processes involved

Åthe personnel involved.
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QUALITYissues exist at every stage of 
the medication use   process for 
people  with intellectual disability

We need to adopt a whole system approach 

There can be cumulative loss of quality at each consecutive stage 

of the medicine use processfor people ageing with intellectual  

disabilities.
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Medication Use Process in People with Intellectual Disabilities.
Quality issues at each stage

Medication Use Process:

People Ageing with Intellectual 
Disabilities

Pre-Prescribing
IŜŀƭǘƘŎŀǊŜ Ψōȅ ǇǊƻȄȅΩ

Diagnostic overshadowing

Prescribing

GP

Disability services

Mental Health Services/ Palliative 
Care/ Diabetic / Epilepsy/

Dispensing

Community

Residential services

Specialist clinic/service/hospital

Administration

Self

Family

Paid Carer

Documentation

Medical surgeries/ Pharmacies

Provider organisations

Health passport

Monitoring

`Disability service

Healthcare ςspecialist clinic, 
doctors surgery, pharmacist
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Medication Use

The population with intellectual disabilities are thought 
to be one of the mostmedicated groups in society. 

(Matson et al., 2003, Nøttestad and Linaker, 2003). 
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Widespread use of Medicines

ÅPrescribing medicines is the most common health 

intervention globally and the safe use of medicines

is paramount to public health.

ÅAn estimated 3.5% of hospitalizations in Europe are caused by 
adverse drug reactions (ADRs), and up to 10% of hospitalized 

patients experience an ADR during their hospital stay.
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Problem Area

Medication management has emerged as the greatest 
problem area for social care providers, according to an 
English CQC inspectors report.

BF PIF 2018 17



Patient Experience

The experience of all patients in  healthcare  is an accepted 

arm of quality.

üPeople with intellectual disabilities have unique perspectives of 
healthcare processes that might not be considered by others 

ü¢ƘŜȅ Ƴŀȅ  ƻŦǘŜƴ  ōŜ ΨƘŀǊŘ ǘƻ ƘŜŀǊΩ ŀƴŘ κ ΨƘŀǊŘ ǘƻ ǎŜŜΩ

üImproving health care communication reduces health care costs and 
increases the quality of health care
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The Confidential Inquiry 
into  Premature Deaths of PWID 

Frequently reported problems with medication

ÅPWID not taking or not being given prescribed medicines, or not being 
given the correct dose

Åmedicine being prescribed in a form the person could not take (due to 
swallowing difficulties) and family carers or staff devising unsafe solutions

Ålack of monitoring for side-effects or unreliable monitoring.

A number of these examples demonstrated lack of adequate 
communication with family carers or staff.
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Direct Care Workers

ÅService systems that expect quality outcomes in 
exchange for public investment in them must rely on 
direct support workers to deliver system-and 
individual-level outcomes. 

ÅThe connection between quality in long-term Home 
and Community-Based Services  and the direct 
support workforce has been identified by the National 
Quality Forum (2016) in US.
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Direct Support Workers
Ref: wŜǇƻǊǘ ǘƻ ǘƘŜ tǊŜǎƛŘŜƴǘ нлмт !ƳŜǊƛŎŀΩǎ 5ƛǊŜŎǘ {ǳǇǇƻǊǘ ²ƻǊƪŦƻǊŎŜ /ǊƛǎƛǎΥ 9ŦŦŜŎǘǎ ƻƴ tŜƻǇƭŜ ǿƛǘƘ LƴǘŜƭƭŜŎǘǳŀƭ 5ƛǎŀōƛƭƛǘƛŜǎΣ CŀƳilies, Communities 

and the U.S. Economy

ÅThe current workforce crisis threatens the health, 
safety and well-being of people with ID/DD. 

ÅDirect support workers  who are tired from working 
long hours or multiple jobs are much more likely to 
make mistakes and have lower tolerance for stressful 
situations. 

ÅWhen DSPs do not know the person for whom they 
are providing support, they may not recognize signs 
and symptoms of illness. 
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Improving Care ςwhat we need to know!

ÅInequality in quality persists.

ÅInequalities come at a personal and societal price.

ÅDifferential access may lead to inequalities in quality.

ÅOpportunities to provide preventive care are frequently missed.

ÅImprovement is possible.

ÅData limitations hinder targeted improvement efforts
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Interviews

Interviews with six people with intellectual disabilities to gain insight 
into the medication use process in the population with intellectual 
disabilities.

People with intellectual disabilities  are the expertsin relation to 
medication use in their population. It is important to hear their 

ΨǊŜŀƭ ƭƛŦŜΩ experiences.

A Grounded theory approach, to the analysis identified key themes 
arising from the participants experiences.
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For  Pharmacist

ÅSome people with intellectual disabilities have reported that they had very 
helpful pharmacists 

who helped them understand 

their medication.  

ÅToo often  the picture was of prescribed tablets

with limited information.

Ref: NPSA, 2004. Listening to people with learning difficulties and family carers talk about patient safety
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EXPERTS   BY   EXPERIENCE 

ÅThe experience of all patients in healthcare is an accepted arm of 
quality. Patients say that they care about their experience of care as 
much as clinical effectiveness and safety (NHS, 2013). 

ÅPeople with experience of intellectual disability are contributing to 
/v/ ƛƴǎǇŜŎǘƛƻƴǎ ƛƴ ǘƘŜ ¦Y ŀǎ Ψexperts by experienceΩ ό{ŀƭƳŀƴΣ нлмоύΦ 

ÅPeople with intellectual disabilities and their carers know the 
complexity of their needs, and they know the real gaps in healthcare. 

ÅCommunicating these gaps may however present a problem.
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Why GROUNDED THEORY?

Medication use in the population with intellectual disabilities has not 
been explored by many pharmacists. 

The aim of Grounded Theory used in this research project was to 
ΨƎŜƴŜǊŀǘŜ ƻǊ ŘƛǎŎƻǾŜǊ ŀ ǘƘŜƻǊȅΩ όDƭŀǎŜǊ ŀƴŘ {ǘǊŀǳǎǎΣ мфстύΦ 

Grounded Theory is attentive to how theory emerges from the 
subjective experience of the participants.

¢ƻ ǘƘŜ DǊƻǳƴŘŜŘ ¢ƘŜƻǊƛǎǘ Ψŀƭƭ ƛǎ ŘŀǘŀΩΦ
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¢IL{ twhW9/¢ΧΧΧΧΧΧΦ

ÅThis project facilitated by National Support organisation for people

with intellectual disabilities in the Republic of Ireland

ÅReceived approval from the TCD Health Sciences Research Ethics Committee

ÅPeople with intellectual disabilities consented for themselves

ÅSix people interviewed ςsemi structured. Counsellor present at all interviews

ÅGrounded Theory

ÅPseudonyms used in following slides
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PARTICIPANTINFORMATION 
Participant Pat Alex Keelan Gabrielle Jamie Francis
Lives at home -

parents
Yes Yes Yes Yes Yes Yes

Age 33 29 32 32 32 31

Gender Male Male Male Female Female Female

Home address Outside 

Dublin

Outside Dublin Outside 

Dublin

Outside Dublin Dublin area Dublin area

Tablets Rx Yes Yes Yes Yes Yes Yes

Diabetic Yes No No No Yes No

Insulin Yes No No No Yes No

Eltroxin Yes No No Yes No No

Antidepressant No Lexapro20 No No No No

Antipsychotic No Stelazine2 No No No Abilify

Other meds PPI 

Coversyl

Allopurinol Aspirin 

Allopurinol

No Glucophage 

Cozaar

Feminax PRN

Hypnotic No PRN night 

before work

No No No No

Vitamins / Minerals 

etc

No No B&C.Zinc Vit B . CLO YesςVit B No

Other products Arret, 

Imodium, 

Solpadeine

No No Dry skin-

moisturisers

No No
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Themes 

identified

PAT was the INDEX CASE. 
Flood & Henman (2015), Case study: hidden complexity of medicines use: information provided 

by a person with intellectual disability and diabetes to a pharmacist. BJLD, 43: 234ï242. 

Healthliteracy / 
Vulnerability

IŀŘ ŀ ΨƘȅǇƻΩ ǇǊŜǾƛƻǳǎweekend in shopping centre. 
IŀŘ ǘƻ ƎŜǘ ƎƭǳŎŀƎƻƴ Ψƛƴǘƻ ōŀŎƪǎƛŘŜΩΦ

Diabetes distress/ 
Autonomy

IŀǘŜǎ ŘƛŀōŜǘŜǎ Φ IŀǘŜǎ ΨŜǾŜǊȅǘƘƛƴƎ ŀōƻǳǘ ƛǘΩΦ
Wǳǎǘ ǘŀƪŜǎ ǘŀōƭŜǘǎ ōŜŎŀǳǎŜ Ψ L Řƻƴƻǘ ǿŀƴǘ ǘƻ ŘƛŜΩΦ
ΨLŦ L ŘƛŜ L Řƻ ƴƻǘ ŎƻƳŜ ōŀŎƪΩΦ aŜƴǘƛƻƴŜŘ  ƴǳƳŜǊƻǳǎ ǘƛƳŜǎ ŘǳǊƛƴƎ ƛƴǘŜǊǾƛŜǿΦ

Autonomy Appeared to have responsibilityŦƻǊ ƻǿƴ  ΨǎŜƭŦ ŎŀǊŜΩΦ

Medicine Information Stored insulin in bedroom ςnot in fridge.
Brought 13 + 4  insulin pens into interview and 3 glucagonhypokits.

HealthLiteracy/ 
Monitoring

Takes tablets with xxx YogurtDrink ςvery high in sugar. Each 100g pot contains 13g of liquid sugar. 
One  xxx - 25% -33% of the amount  of free sugar advised per day.
2 Glucose diaries ςvery few entries.

HealthLiteracy 
/Autonomy / 
Medicine
Information

Medicines in Monitored DosageSystem[MDS] ςused erratically.
Medicines dispensed by 2 separate pharmacies ς2 different systems.
LŦ ŘƻŜǎ ƴƻǘ ǿŀƴǘ ǘƻ ǘŀƪŜ ǘŀōƭŜǘǎ ΨƧǳǎǘ ŘƻƴΩǘ ǘŀƪŜ ǘƘŜƳΩΦ
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AUTONOMY

It is important that people with intellectual disabilities are 

included in decisions about their own healthcare of which

medication use is a major component.

Exercising autonomy in the medication use process  can be difficult and 
may not ensure the highest  healthcare  for people with 
intellectual disabilities    - who usually  are dependent on others for 
many aspects their care and access to care.  
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HEALTH  LITERACY

ÇSeeking medical care, 

Çtaking medications correctly 

Çfollowing prescribed treatments

requires that people with intellectual disabilities  and their carers  
understand how to access and apply health information.
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LITERACY

ά! ƎƻƻŘ ƘŜŀŘ ŀƴŘ ƎƻƻŘ ƘŜŀǊǘ ŀǊŜ ŀƭǿŀȅǎ ŀ ŦƻǊƳƛŘŀōƭŜ
combination. 

But when you add to that a literate tongue or pen, 
ǘƘŜƴ ȅƻǳ ƘŀǾŜ ǎƻƳŜǘƘƛƴƎ ǾŜǊȅ ǎǇŜŎƛŀƭΦέ

Ref: A. Kannings Nelson Mandela: His Words. Lulu Press Inc (2014)
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MEDICATION INFORMATION

ÅResponsibility of health professionals to make  information on 
medication  readily available  to people with intellectual disabilities 
and their carers. 

ÅProvision of information  to the person and/or their carer does not 
guaranteethat an individual  has understood and 

acceptedthe information they have received.  
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AWARENESS

Health care professionals

do not always understand the complexityof the tasks 

they ask people with intellectual disabilities 

and / or their carers to do. 
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MONITORED  
DOSAGE  
SYSTEM
Reasonable 
adjustment?
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Diabetes   Distress [DD]

ÅDD is a general term that refers to the emotional burdens, stressors 
and frustrations that stem from managing diabetes (Fisher et al., 2012, Egede and 

Dismuke, 2012). 

ÅDistress is associated with poor clinical outcomes in many patients  
(Gonzalez et al., 2011). 
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Patient perspectives on helpful interactions with GPs

Purposive sample of 11 community-dwelling adults with IDs.

Plain-language communication and other strategies developed jointly 
by the patients and their physicians. 

Ways in which the family physicians helped adults with IDs manage 
their health needs despite the complex constraints of their socio-
economic situations.

Ref: Baumbusch et al. Practising family medicine for adults with intellectual disabilities.
Patient perspectives on helpful interactions. Can Fam Physician. 2014 Jul; 60(7): e356ςe361
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Communication =
important area of concern 

ÅThe use of plain language and other individualized 
communication strategieswas  important in their 
interactions with their family physicians. 

ÅThe participants in this study were often alone when seeing 
their family physicians. 

ÅThis difference placed greater emphasis on the need for 
effective physician-patient communication, including the use 
of patient-generated communication strategies.
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Adults with ID: unique patient group

Helpful approaches by GP:

Åhelping patients understand information 

during physician-patient interactions  

Åhelping patients navigate the health care system 

were key aspects of  process.   

CONCLUSION: Strategies to support family physicians to engage in 
helpful approaches, including education and further research, are 
needed: increasing number of community-dwelling adults with IDs
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Alternative communication strategies

Plain language was not always achievable

ÅBringing someone with them to appointment. Two of the participants 
were a couple, and they attended appointments together so they 
could discuss the information afterward. 

ÅAnother did not have someone to accompany him - tape recorder 
during appointments and played the information back later when he 
ǿŀǎ ǿƛǘƘ ǎƻƳŜƻƴŜ ǿƘƻ ŎƻǳƭŘ άǘǊŀƴǎƭŀǘŜέ ǘƘŜ ƛƴŦƻǊƳŀǘƛƻƴ ƛƴǘƻ Ǉƭŀƛƴ 
language.
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