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TRANSITION OF CARE TO ADULT SERVICE
SAMPLE: Individual Health Record of Transition Process 
This is a sample document which may be modified by individual services to support
 the transition process for each YP
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TRANSITION TO ADULT SERVICES PATHWAY Young person (12-14 yrs old) requiring ongoing Paediatric Care






1. Formal invitation and explanation of Transition process
2. Set out objectives & targets for the next two years and review at Annual Assessment (with parents)

[image: ][image: ][image: ][image: ] Young person (14-16 yrs old) requiring ongoing Paediatric Care
1. On-going evaluation of progression through Readiness Checklists.     
2. Set out objectives & targets for the next two years and review at Annual         
    Assessment. 
3. Key Worker to meet with parents and YP to assess goals. 
4. Commence reviews with YP as lead, parents in background.
1.   Transfer to Adult Service complete
2.   Paediatric Team to debrief and discuss the completed Transition Programme
The key worker will contact the young person at 6 months post transfer for feedback. A feedback form will be provided to document experience of the transition programme. (Consider an email to YP to collect information regarding their transition experience/ complete a short survey)     
1. Last Paediatric OPD (parents in background),
    in Adult OPD Clinic
2. Adult Consultant and Adult MDT Team       
    introduced
1.	On-going evaluation of progression through Readiness Checklists.
2.	Set out objectives & targets for the next two years and review at 
       Annual Assessment Meeting.
3.	Transition Document completed and accepted by Adult Team.
4.	Key Worker to meet with parents and young person to assess goals.
5.	Agree Transition Clinic date for Adult OPD.

Meet Paediatric MDT Team at OPD appointments (parents in background)
Young person (16-18 yrs old) requiring ongoing Paediatric Care
Team assesses YP at their annual review at [14] years and agree that the YP is suitable for transfer at [16] years. At the next OPD appointment the results of the MDT meeting and transition Readiness Checklists are discussed with the YP and parents regarding plan to transfer to adult service [within the next [9] months]. Key worker links with Adult team. Transition document plan is completed by paediatric team for review by Adult Team. Both teams discuss the YP/ transition plan at joint meeting. Agree transition clinic date in the adult OPD clinic. Paediatrician will review the YP (with Parents) at this clinic and the adult consultant and team will be introduced. The next OPD clinic that the YP will attend will be at the OPD in the adult service.
YP progress re-evaluation

Meet Paediatric MDT Team at OPD appointments (with parents)
Key Worker identified for Transition Programme
YP meets Paediatric MDT Team at OPD appointments, accompanied by parents




[INSERT YP NAME] 

Date started on clinical pathway:  	
Pathway introduced to patient and:  	
Age started:  	
Instructions:
1. Clinical pathway to be kept in [insert name of clinic] clinic chart.
2. All areas are to be completed by applicable health care team members.
3. Tick boxes and date completed items, as indicated.
4. Page on back is to be used for narrative charting when there is an issue of concern.
5. Information that is documented will be based on discussions between YP, family (parents/guardians) and health care team.
6. Copy of completed pathway will be given to adult [name of clinic] clinic on completion of transition process.





































TRANSITION (12-14 YEARS)
(Focus on YP with assistance from family/carer)
INDICATOR
F/U Needed
Completed Date
Comment
Health & Lifestyle (including Infection Control ) Physiotherapist
Inhalation Therapy:
· Demonstrate good inhaler technique with spacer as appropriate. 
· Know what order their inhalation therapy should be taken.
· Basic understanding of what each drug does (eg ventolin helps open up the airways)
· Know that devices should be kept clean and not shared with others to prevent spread of infection.
Airway Clearance:
· Understand that frequency of airway clearance may need to be adjusted depending on symptoms.
· Can perform airway clearance; independently, with minimal parental/carer supervision. Demonstrate basic understanding of the physiology of airway clearance.
· Understand that sputum can sit in the airways if airway clearance is not done effectively and this can increase the risk of airway infection.
Exercise:
· Understand that activity levels have a direct impact on their health.
· Understand that it is recommended to partake in 60 minutes of moderate to high intensity exercise daily. 
· Understand this involves being out of breath, sweaty, with their heart beating faster.
· Understand that most children their age do not exercise enough. 
· Can identify exercise they enjoy and things that make it easier to exercise as well as barriers to exercise.
Continence:
· Understand that leaking is a common occurrence in girls and women with CF.
· If experiencing urinary incontinence:
· IUnderstand basic knowledge of the pelvic floor and exercises to counteract against such leaking.
· Understand that good posture helps to prevent leakages.
NIV/ Oxygen Therapy:
· If using O2 or NIV: have a basic understanding of why, how it works, and the benefits to them.
· Know that they breathe in 02 and breathe out C02

PFTs/ Exercise Test Results:
· Patients are able to perform good, effective spirometry that is reproducible.
· Patients are able to put a maximum effort into spirometry and exercise tests.
· Have a basic understanding of test results and implications, eg an acute reduction in FEV1 may indicate a buildup of sputum or a respiratory tract infection.
Exacerbations:
· Aware of their ‘normal’ sputum and cough so they can report to their parents/carers a change in same, eg increased cough, change in sputum colour, consistency or volume.
· Understand they may need to increase airway clearance and possibly nebulisers when in an exacerbation.






	
	INDICATOR
	F/U Needed
	Completed Date
	Comment

	Health & Lifestyle (including Infection Control) Physiotherapist

	Inhalation Therapy:
· YP demonstrates good inhaler technique with spacer as appropriate. 
· YP knows what order their inhalation therapy should be taken.
· Has basic understanding of what each drug does (e.g., ventolin helps open up the airways)
· Knows that devices should be kept clean and not shared with others to prevent spread of infection.

Airway Clearance:
· Understands that frequency of airway clearance may need to be adjusted depending on symptoms.
· Can perform airway clearance; independently, with minimal parental/carer supervision. Demonstrate basic understanding of the physiology of airway clearance.
· Understand that sputum can sit in the airways if airway clearance is not done effectively and this can increase the risk of airway infection.

Exercise:
· Understand that activity levels have a direct impact on their health.
· Understand that it is recommended to partake in 60 minutes of moderate to high intensity exercise daily. 
· Understand this involves being out of breath, sweaty, with their heart beating faster.
· Understand that most children their age do not exercise enough. 
· Can identify exercise they enjoy and things that make it easier to exercise as well as barriers to exercise.


NIV/ Oxygen Therapy:
· If using O2 or NIV: has a basic understanding of why, how it works, and the benefits to them.
· Knows that they breathe in 02 and breathe out C02

PFTs/ Exercise Test Results:
· YP is able to perform good, effective spirometry that is reproducible.
· Able to put a maximum effort into spirometry and exercise tests.
· Have a basic understanding of test results and implications, eg an acute reduction in FEV1 may indicate a buildup of sputum or a respiratory tract infection.

Exacerbations:
· Aware of their ‘normal’ sputum and cough so they can report to their parents/carers a change in same, e.g., increased cough, change in sputum colour, consistency or volume.
· Understand they may need to increase airway clearance and possibly nebulisers when in an exacerbation.
	
	
	


	Nutrition & Wellbeing Dietition 

	Anthropometry Weight/Height/BMI:
· Understands why weight, height and BMI is monitored. 
· Has awareness of their association with overall health and wellbeing.
· Understand their personal targets for weight/BMI

Optimal Diet:
· Shows an understanding of importance of a healthy BMI and the impact of diet. 
· Understands impact that different food types on overall health e.g., calcium, iron, fibre.

Nutritional Support - Oral & Enteral (if applicable):
· Can explain the rationale for using additional nutritional support. Able to identify what oral or enteral nutrition is taken and at what times.

Vitamins (if applicable):
· Is aware that vitamin levels are being monitored as well as the reason for monitoring and supplementing.

Bowel Health:
· Able to give accurate description of their bowel motions & gastrointestinal symptoms/habits when questioned.

Bone Disease:
· Is aware of the link between nutrition and bone health. 
· Can identify the main dietary factors which influence bone density.

Blood Sugars/ Diabetes (if relevant):
· Shows an understanding of why the oral glucose tolerance test (OGTT) is performed.
· If abnormal OGTT result: has been educated to have a basic understanding of the dietary considerations which need to be adopted.

	
	
	

	Psychological Issues Psychologist
	· Are there any issues related to the YP’s disease that the team feel the YP or their family might struggle with?

· Does this YP find it easy or difficult to talk about their condition with friends and family?
· If yes, who has the team identified as their main sources of support (emotional and tangible)?

· Does the team have a sense of whether the person worries a lot or gets down about their disease and how they cope?

· Has someone on the team addressed what this person’s thoughts and feelings about moving to the adult services are? (Outline any specific worries, concerns or misconceptions)
	
	
	

	Education/ Financial Planning Social Worker
	Level of Knowledge & skills:
To speak to parents / YP about the transition process and how that will affect the patient. 

Education:
Social Worker to meet with YP & parents, discuss school & progress / concerns related to same. Referral can be made for home tuition on a needs basis.

Daily Routine:
Social Worker to speak to patient around treatment and how this is affecting their daily routine and if there is any guidance / support the Social Worker can offer.

Grants:
To advise parents & pts of any new grants / schemes that they be entitled to.


Referrals to Community Services:
To offer patient emotional support and assess the YP’s needs and if patient needs any further support, i.e. community support programmes.

Specific Rare Disease Support Agencies:
Inform patients of agencies and information available in Ireland and support they offer.

Counselling:
Offer Counselling to patients and assess if they need to be referred onto psychology services.

Daily Living & Importance of Treatment:
Speak to patients around their level of understanding of their disease and the importance of treatment.

Compliance:
To provide assessment & counselling around compliance.

	
	
	

	Sexual Health 



	Knowledge of Genetic Inheritance & Gene Mutation: 
Know their genotype and implications of mutations.

Puberty & Reproductive Health Issues
Able to discuss pubertal changes menstruation & sexual characteristics. Assess pubertal age/delayed onset.

Effective Birth Control
Knowledge of possible fertility issues & have accurate information regarding effective birth control. Discuss implications of safe sex & STI`s.

Partners & Relationships
Disclosure of disease to partners (if necessary). Guidance on when & how to tell. Education on including YP’s disease in planning for the future. Written & verbal information on implications regarding housing etc. Develop confidence in the YP & ability to discuss their disease in an open & knowledgeable way.

	
	
	

	Daily Care & Therapies Nursing
	
Independent Health Care Behaviours 
YP has basic understanding about their disease. YP can give a basic history of their condition. YP can name the medications that they take.
YP takes responsibility for some aspects of their care.
Knowledge of genotype and availability of therapies if required. 

Clinic Visits
YP has a basic understanding of the importance of    infection prevention and control.
YP understands what occurs when they attend at clinic visit.
YP is familiar with each team member.
YP is aware how to make contact with their treatment centre.

Sputum Samples and Results
YP has a basic understanding why sputum samples are   checked and the implications of the results on their management.

Home Therapy
YP is aware that a home IV Antibiotic programme exists as a treatment option.

Risk Behaviour
YP has an understanding of the impact of smoking and alcohol on their health.
	
	
	

	
	
	
	
	



NOTES: 












TRANSITION (14-16 YEARS)
(Focus on youth independently, Family included in process)
	
	INDICATOR
	F/U Needed
	Completed Date
	Comment

	 Health & lifestyle (including Infection Control) Physiotherapist



	
Inhalation Therapy:
· YP is independent in taking inhalers/   nebulisers.
· YP is aware of the correct order to take their inhalation therapy and has an understanding of what each inhaler/nebuliser does. 
· YP is learning to assemble and disassemble their nebulisers/ spacers independently.
· YP is learning how to clean their nebuliser/ spacer. They know that dirty equipment will increase their risk of pulmonary exacerbations.
Airway Clearance:
· YP is independent in airway clearance and know more than one technique.
· Takes responsibility for the care and maintenance of devices.
· Understands frequency at which to carry out airway clearance and understand that this frequency may need to bed adjusted in the event of increased symptoms. 
· Can clear secretions effectively and efficiently. 
· Knows that ineffective clearance can cause an increase in bacterial growth and more frequent pulmonary exacerbation. They should be aware that frequent pulmonary exacerbation can cause irreparable lung damage.
Exercise:
· Understands that it is recommended to participate in a minimum of 60 minutes of moderate/high intensity exercise per day.
· Understands  importance of maintaining good exercise capacity in terms of disease progression.
· Is doing a combination of aerobic, resistance and postural exercises.
· Understands that most of their peers will not be doing enough exercise.

Continence:
· YP should be able to answer questions on continence issues. Know pelvic floor function.
· Does daily pelvic floor exercises correctly

NIV/ Oxygen Therapy:
· Understands how their NIV and oxygen works. Knows why they are using same NIV/ O2.
· Knows when settings might need to be altered e.g., headaches in the morning, low oxygen saturations.

PFTs/ Exercise:
· YP is able to perform good, effective spirometry that is reproducible.
· YP puts a maximum effort into spirometry and exercise tests. Has an understanding of test results and implications, e.g., an acute reduction in FEV1 may indicate a build-up of sputum or a respiratory tract infection.
Exacerbations:
· YP is aware of their ‘normal’ sputum and cough. Patients report changes in colour, consistency and volume of sputum.
· YP can describe their cough and any changes. Know they may need to increase airway clearance and possibly nebulisers when in an exacerbation.

	
	
	


	Nutrition   &     Wellbeing
	Anthropometry Weight/Height/BMI:
· Can demonstrate an awareness of the link between optimising nutrition and their overall health and wellbeing.
Optimal Diet: 
· Can identify important elements of a diet for optimal health.
Nutritional Support - Oral & Enteral (if applicable):
· Has an appreciation for when oral or enteral nutrition may need to be initiated or dosing reviewed. 
· Demonstrates good compliance with oral or enteral nutrition support and enzymes with same.
Vitamins (if applicable): 
· Is aware of the vitamin supplements being taken, their dosage and timing.
Bowel Health: 
· Able to give accurate description of their bowel motions & gastrointestinal symptoms/habits when questioned. 
· Can identify factors which influence bowel health (diet, fluids, enzymes).

Pancreatic Enzyme Replacement Therapy (PERT) (if applicable): 
· Demonstrates a good understanding of how to adjust enzyme dosing with meals, snacks, drinks with minimal supervision. 
· Shows good compliance with PERT when unsupervised.

Bone Disease:
· Demonstrates an awareness of the main dietary factors for optimal bone health and ways they are incorporated into their diet.

Blood Sugars/CF related Diabetes (CFRD):
· Is aware of the potential for developing IGT/ CFRD and thus the reason for performing OGTT. 
· If abnormal OGTT result: has been educated on glucose monitoring and the dietary considerations which need to be adopted.
	
	
	

	Psychological Issues
	
Are there any issues related to their disease that the team feel this YP or their family might struggle with?

Does this YP find it easy or difficult to talk about their
diagnosis with friends and family?
If yes, who have the team identified as their main sources of support (emotional and tangible)?

Does the team have a sense of whether the person worries a lot or gets down about their condition and how they cope?

Has someone on the team addressed what this YP thoughts and feelings about moving to the adult services are?
· (please outline any specific worries, concerns or misconceptions)
	
	
	



	 Heal Education/ Financial Planning




	Medical Card:
To support the patient when applying for medical card. 

Disability Living Allowance:
Advise on Disability Living Allowance. 

Education & Carer Planning
Discuss ambitions / hopes around career and how their disease impacts this? How Social Worker can help support.

Career Planning:
Discuss the importance of YP giving information about condition to potential employers or college programmes and how they can be supported with this.

Specific [Disease] Support Agencies:
Inform patients of agencies and information available in Ireland and support they offer.

Counselling:
Offer Counselling to patients and assess if they need to be referred onto psychology.

Compliance:
(Particularly adherence to medication and daily therapies). Share information on available resources.
Assess & counsel around compliance.

	
	
	


	Sexual Health Daily Care & Therapies
	Knowledge of Genetic Inheritance & Gene Mutation: 
Understands why they have [disease] and know the mutation they have. Able to identify their mutation. 

Puberty & Reproductive Health Issues/ Birth Control 
Awareness of puberty and changes to body. Understands that it occurs at different times with everyone.

Partners & Relationships
Understands that it is ok to talk with their peers about their disease. Able to ask about where they will receive appropriate information going forward. May ask about or be interested in relationships at this stage.

Independent Health Care Behaviours 
YP has a good understanding about their disease. 
YP is able to give an accurate history of their condition. YP can describe the symptoms of an exacerbation.
YP can name all their medications, their dose and what they are prescribed for.
YP takes more responsibility for their own treatment.

Clinic Visits
YP understands the importance of infection prevention and control measures. Medical Card: To support the YP when applying for medical card. A medical card is a means tested benefit and is dependent on each individual.
YP understands when and to whom he / she should call to make / reschedule an appointment.
YP is able to discuss / make decisions with regard to their disease management with members of the team.

[xxx] samples and results
YP understands why [xxx] samples are checked, the implications the results will have on their disease.

Home Therapy
Patient has a good understanding of what is involved in home therapy.

Risk Behaviour
YP has understanding of the impact smoking, alcohol and drugs on their disease and health. 
	
	
	





TRANSITION (16-18 YEARS)
(Focus on YP independently)
	
	INDICATOR
	F/U
Needed
	Completed Date
	Comment

	Health & Lifestyle (including Infection Control) Physiotherapist
	Inhalation Therapy:
· Patient knows what inhaled medication they are taking.
· Knows what order to take their inhaled medication.
· Understands how their inhaled medications work.
· Knows how to assemble and clean their nebulizer/spacer devices independently.
Airway Clearance:
· Patient understands the basic physiology of airway clearance.
· Can perform airway clearance effectively/independently.
· Can clean and maintain any airway clearance they use for airway clearance.
· Can identify if their airway clearance has become less effective and seek advise on how to alter it.
· Should know that ineffective clearance can cause an increase in bacterial growth and more frequent pulmonary exacerbations.
· Should be aware that frequent pulmonary exacerbations can cause irreparable lung damage.
Exercise:
· YP understands that activity levels have a direct impact on their health.
· Understands that it is recommended to partake in 30 minutes of moderate to high intensity exercise 5 days per week. 
· Understands the differences between low/moderate/high intensity exercise. 
· Understands that it is recommended to do a combination of aerobic, resistance and postural exercises.
· Is able to identify barriers to exercise, set fitness/ functional goals.
· Is able to identify things that make it easier for them to participate in exercise.
· Is aware that most of their peers do not exercise enough.
Continence:
· Has basic knowledge on how the pelvic floor muscles work to maintain continence.
· Female patients perform daily pelvic floor exercises to prevent incontinence. 
· Understands how postural changes affect continence.
· Knows how to effectively cough.
· Knows that future treatment options are available
NIV/Oxygen Therapy:
· Has a basic understanding of how their NIV/Oxygen works. 
· Understand why they are using NIV/Oxygen.
· Has an understanding of what settings may need to be altered, e.g., for morning headaches, low Oxygen saturation levels. 
· Care for & maintain equipment.
· Know who to contact in case of equipment failure.  
PFTs:
· YP is able to perform good, effective spirometry that is of maximum effort and reproducible.
· Has an understanding of test results and implications, e.g. progressively declining FEV1 may indicate worsening disease
Exacerbations:
· YP is aware of their ‘normal’ baseline. 
· YP recognises when their symptoms change and what to do under those circumstances.
	
	
	

	Nutrition & Wellbeing
	Anthropometry Weight/Height/BMI:
· Demonstrates an awareness of the importance of achieving and maintaining optimal BMI for age.

Optimal Diet: 
· Demonstrates an ability to make appropriate meal and snack choices in line with recommendations using own judgement.

Nutritional Support - Oral & Enteral (if applicable):
· Can identify and accepts when oral or enteral nutrition may need to be initiated or dosing reviewed. 
· Demonstrates good compliance with oral or enteral nutrition support and enzymes with same.

Vitamins (if applicable): 
· Has full knowledge of the vitamin supplements being taken, their dosage, timing and factors influencing their absorption.

Bowel Health: 
· Able to give accurate description of bowel motions & gastrointestinal symptoms/habits and identify any problems/ concerns which arise.
·  Can identify factors which influence bowel health (diet, fluids, and enzymes (if applicable).
· Pancreatic Enzyme Replacement Therapy (PERT) (if applicable): 
· Demonstrates appropriate practices with respect to adjusting enzyme dosing with meals, snacks and drinks independently.

Bone Disease:
· Incorporates dietary recommendations for optimal bone health into usual diet.

Blood Sugars/ Diabetes :
· Is aware of the potential for developing IGT/ Diabetes and thus the reason for performing OGTT.
If abnormal OGTT result: demonstrates adequate glucose monitoring and has adjusted diet as advised.

	
	
	

	Psychological Issues
	
Are there any issues related to the patient that the team feel this person or their family might struggle with?

Does this young person find it easy or difficult to talk about their disease with friends and family?

If yes, who have the team identified as their main sources of support (emotional and tangible)?

Does the team have a sense of whether the person worries a lot or gets down about their disease and how they cope?

Has someone on the team addressed what this person’s thoughts and feelings about moving to the adult services area? (Outline any specific worries, concerns or misconceptions).
	
	
	

	Education/ Financial Planning
	Medical Card: 
To support the young person when applying for medical card Medical card is a means tested benefit and is dependent on each individual.

Disability Living Allowance: 
Advise of Disability Living Allowance, this is a means tested Benefit and is dependent on each individual.

Housing: 
Discuss future plans and support the Social Worker can give around housing, applying for rent allowance and assisting them with the C.W.O. to obtain same.

Carer Planning: 
Discuss the importance of the young person giving information about their condition to potential employers or college programs and how they can be supported with this.

Employment: 
To help increase the numbers of people with their disease in the workforce and provide support around same.

Support Agencies: Inform Patients around support agencies in Ireland and the support they offer i.e. grants etc.

Compliance: To provide assessment & counselling around compliance.

Counselling: Offer Counselling to patients and assess if they need to be referred onto a psychologist.
	
	
	

	Sexual Health Daily Care & Therapies
	Knowledge of Genetic Inheritance & gene mutation: 
Understands genetic inheritance of their disease (if applicable). Has knowledge of their mutation and why this is important to know.

Puberty & Reproductive health issues/ Birth Control
Able to discuss openly issues regarding sexual health and birth control.

Partners & Relationships
Understands that it is ok to talk with their peers about their disease. Able to ask about where they will receive appropriate information going forward.
May ask about or be interested in relationships and their disease at this stage.
May have a partner and may want inclusion in the patient’s care.

Independent Health Care Behaviour
Patient takes increasing responsibility for own health. 
Patient knows how and when to seek medical advice.
Patient is aware how to obtain new supplies of medications and equipment.
Patient can identify actual / potential problems in adhering to their treatment routine.

Clinic Visits
Patient understands the importance of infection prevention and control.
Patient is aware which clinic division they attend and why segregation at clinic is important.

Risk Behaviour
Patient is aware of the negative impact smoking, alcohol and drugs has on their disease.
	
	
	


       

Would like a tour of Adult CF 
Summary Sheet & Action Plan 

Is YP ready for transfer to adult healthcare

(If “NO”, Last clinic appt.):  ___________________________________________________________________	



YES / NO (YP’s perspective) 
Comments: ________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________


YES / NO (Parent’s/ carer’s perspective) 
Comments: ________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________


YES / NO (Treating team’s perspective) 
Comments: ______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________




Date:  	
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